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ISSUE: In late 1998, the Institute of Medicine (“IOM”) reommended that Congress mandat
universal prenatal testing. The recommendation did not include a universal counsding &
treatment requirement. Experiences of perinatal, maternal and family health services in the m
severely-affected U.S. areas for infant and neonatal HIV transmission suggest, however, thi
testing absent universal counseling and treatment may (1) fail to prevent materr-to-infant HIV
transmission and (2) result in unacceptable delays in perinatal HIV treatmer

SETTING: All providers of perinatal health care services, including private and Medicai
facilities, birthing centers, and community health centers.

PROJECT: The Association to Benefit Children (“ ABC’) has been actively involved in tl
issue of newborn testing HIV since 1989, both as advocacy organization and provider of dire
services. ABC's dual experience suggests a better, integrated solution than the 1OM
recommendation to Congress. Before recent advances in newborn HIV prevention (eg. Az
during pregnancy), ABC advocated and eventually filed suit to compel officials in N.Y. Stat
with the highest incidence of maternal and infant HIV, to disclose blinded newborn HIV results
parents, but only if medical professonals were aso required to canse and treat. This
comprehensive, threestep strategy, including a mother’s right to refuse testing after counselin
aimed to insure prompt treatment of all infected infants, as well as children in foster care. Abse
counseling and treatment provisons, ABC feared, already marginalized, atrisk infants and thei
families might not obtain needed care. In the long term, ABC believed that, absent counsdli
and treatment, lives would be lostand essential prevention education would not occur. AB(
pushed its approach amidst proposals for universal testing requirements (without counseling ai
treatment) comparable those recently announced by the IOV

RESULTS: ABC's successful lawsuit against N.Y. State, advocating universal perinate
counseling, testing and treatment largely contributed, in February 1997, to the enactment ¢
legidation formalizing such a comprehensive, threstep prevention strategy. The legidation ha
normalized testing and counsdling as a part of routine infant and maternal healthare in N.Y.
Standard of care counseling, testing and treatment- in that order -- now enables prompt detectior
and treatment of infant HIV infection, along with maternal counseling to prevent future infection.
LESSONS LEARNED: N.Y.'s experience confirmsthat universal testing must be accompanie
by counsding and treatment from medical professionals. Otherwise, marginalized, aisk
populations will not be assured perinatal counseling and treatment and may not seek perina
testing. The N.Y. modd inccates that, nationally, counseling and treatment must be a part of a
integrated HIV family prevention strategy. Maternal right to refuse testing, in order to balan
prevention and civil rights concerns should accompany these requirements.
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